Introduction
In Sweden, the first National Cancer Strategy was introduced in 2009 [1] and includes the following goals; reducing the risk of developing cancer, improving the quality of cancer care, prolonging survival, improving health-related quality of life (HRQoL) and reducing both the regional differences and the differences in population groups for cancer care and outcomes. The strategy document includes several supportive care strategies to help reach the goals. Each of the six regions in Sweden since then have adapted the National Strategy into regional cancer plans.
The term Supportive care has been defined as 'The prevention and management of the adverse effects of cancer and its treatment' [2] . This includes the management of both physical and psychological symptoms and side effects across the continuum of the cancer pathway from diagnosis to post-treatment care, and end-of-life care.
One of the most important supportive care strategies is to offer each patient a contact nurse (CN) at the time of diagnosis [1] . This is a relatively new nursing role, mainly established within cancer care. The CN should have in-depth knowledge in cancer care, be a resource for education, information and support, while coordinating the clinical pathway for the patients and their families. Research has shown that similar nursing roles can reduce insecurity, vulnerability and even readmissions for cancer patients during their care journey [3] .
Individually written care plans, IWCPs, are another type of supportive care strategy strongly recommended in many national cancer plans. The IWCPs includes contact information and appointments (for work-up, treatment and follow up). They also include individualized treatment and carerelated information (including a plan for rehabilitation) and could be a vital tool for communication and coordination of the care. Even if there are some conflicting results from published research, an IWCP can improve the patients' knowledge, thus reducing some of their insecurities [4] [5] [6] .
The patients' right to a second medical opinion (SMO) is increasingly being recognized. It reflects the drive for more a person focused care which is heralded in many national cancer strategies. Research has found that patients may seek a SMO for several different reasons, notably surrounding unsatisfactory communication and reassurance [7] . Evidence suggests that patients who actively partake in their care by exercising such rights and who have strong self-efficacy and confidence in self-management have fewer unmet needs [8] . It is stated in the Swedish Patient Act [9] that patients are entitled to a SMO and that the costs will be covered by the national health insurance.
Patient advocacy groups, PAGs, have a long history, fulfilling a vital role by providing support and information. Research has shown that membership or involvement with such services can improve both social and physical well-being [10] even if most patients are not actively involved. The Swedish National Cancer Strategy states that PAGs could contribute in policy decisions regarding cancer care [1] as well as educating and supporting the patients themselves [10] .
Palliative care (PC) is aiming to increase quality of life for patients with life-threatening illness, alleviate symptoms, include the patient's family in the care [11] and should be an important supportive care strategy during the whole cancer trajectory [12] . The Swedish Cancer Strategy highlights that the availability of PC needs to be improved both early in the cancer care trajectory and at end of life.
No formal evaluation of the first Swedish National Cancer Strategy has yet been performed. In this current study, we evaluate experiences of supportive care strategies among cancer patients in the Stockholm-Gotland region, Sweden.
Aim
The aim of study is to evaluate how supportive care strategies are experienced by patients treated for cancer in the Stockholm-Gotland region. The aim was also to explore factors that might impact the patients' experiences.
Material and methods

Design
This cross-sectional study includes baseline data from a wider study evaluating the implementation of a new regional cancer nursing role, coordinating CNs, for patients with gynaecological, haematological, head and neck (H&N) and upper gastro-intestinal (GI) cancers.
In the current study, we analyzed data on patients' perception of availability to supportive care strategies and how they were experienced, HRQoL and information needs. The study was approved by the Regional Ethical Review Board, Stockholm (Dnr 2016/5:4).
Participants
The Swedish Cancer Registry was cross-referenced with the National Population Registry to identify and select the participants. This cross-sectional sampling method minimized the risks of sending the questionnaires to deceased patients. The Swedish Cancer Registry includes 99% of all cancer cases that are clinically reported and morphologically verified [13] . All patients with gynaecological, haematological, H&N and upper GI cancer, diagnosed in 2014, living within the Stockholm Gotland area and 18 years were invited to participate in the study.
Data collection
Data were collected via three questionnaires in April-May 2015, ensuring that the participants would be in the followup phase, post-initial cancer treatment. The validated Swedish versions of the European Organization of Research and Treatment of Cancer [EORTC] Quality of Life Questionnaires, QLQ-C30, Information QLQ-INFO25 and a study-specific questionnaire (designed by the research team at the Regional Cancer Centre Stockholm Gotland) were distributed via regular mail.
A cover letter explaining the purpose of the research, patient confidentiality and that informed consent would be considered as the return of a completed questionnaire was included. A pre-stamped envelope for the completed questionnaires was also included. One written reminder was sent out 3 weeks following the initial postal date. The questionnaires could also be completed on-line via a secure internet link.
HRQoL
HRQoL was measured using EORTC QLQ-C30 (version 3.0). The instrument consists of 30 items, including five functional scales (physical, role, emotional, social and cognitive), three symptom scales (fatigue, pain, nausea and vomiting), six single items (additional common symptoms and financial implications of disease) and a global health status (quality of life) scale. A 4-point Likert scale ranging from 1 (not at all) to 4 (very much) is used to score each item, apart from two items pertaining to global health, which range from 1 (very poor) to 7 (excellent) [14] .
Information needs
The patient's perception of received information regarding treatment and care was measured by EORTC QLQ-INFO25. This validated instrument consists of four multi-item scales: information about the disease (four items), medical tests (three items), information about treatment (six items), other services (four items) and eight single item scales; care settings, self-help, written information, information on CD/tape, wish to receive more/less information and overall helpfulness of information. Out of the 25 items, 21 are completed by a 4-point Likert scale and four items require a yes/no response [15] .
Study-specific questionnaire
The study-specific questionnaire (57 items) covered the following areas: demographics (eight items), investigation and cancer diagnosis (11 items), information exchange and patient participation (20 items), PC and care transitions (18 items). The questionnaire included 5-point Likert scales (very good, good, neither good or bad, bad and very bad), 4-point Likert scales (not at all, a little, a lot, very) and 3-point Likert scales (yes, no, don't know) and demographic questions (such as age, educational status and type of treatment). In this study, we analyzed the demographic data plus seven other items concerning access to CN (two items), IWCP (two items), information from the cancer care team on SMO (one item), PAG (one item) and referral to PC (one item).
To assess and test the study-specific questionnaire for face validity, we asked six cancer patients (in different stages of disease and with a variety of cancer sites) to answer the questionnaire and to comment on the relevance and their understanding of the questions. Only minor issues were reported and were changed accordingly.
Statistical methods
Descriptive statistics were used to present patient characteristics (age, educational level, gender and type of treatment received), and scale scores in EORTC QLQ-C30 and EORTC QLQ-INFO25 [14, 15] . Item scores of EORTC QLQ-C30 and EORTC QLQ-INFO25 were transformed to a 0-100 scale [16] . Scale scores were calculated, where higher scores represent higher functioning and global quality of life, as well as higher levels of information received, higher information wishes and higher satisfaction in EORTC QLQ-INFO25 [16] . However, higher scores in symptom scales represent more symptoms and a heavier symptom burden in EORTC QLQ-C30.
Proportions were calculated for the binary variables and for the continuous variables min, max, median, mean scores with standard deviations (Std) and percentile were used to describe the data. Cronbach's alpha was used to assess internal consistency for all scales consisting of two or more items.
The scores of EORTC QLQ-C30 and EORTC QLQ-INFO25 were compared between the groups of patients reporting to have access to CN, IWCP, SMO and PAGs versus not having access. Responders and non-responders were compared regarding age, sex and cancer site. Exploratory p values were calculated for the comparisons where a Hazard Ratio test was used in the analysis of the binary variables, and for analysis of continuous variables (such as scores of EORTC QLQ-C30 and EORTC QLQ-INFO25) a Student's t test or Wilcoxon test, where the null hypothesis was no difference between mean values for patients who reported. Alternative hypothesis was the difference between the groups. All statistical analyses were performed at 5% alpha risk or 95% confidence interval. All analyses were performed using the SAS (Statistical Analysis System) software (SAS Inc., Cary, NC). 
Results
Patient characteristics
The results are based on data received from 869 (response rate 68%) cancer patients, of which 68% (n ¼ 591) completed the survey on-line ( Figure 1 ). The majority of the responders were women (n ¼ 500, 57%). The mean age was 69 (min-max 24-100) and gynaecological and haematological cancers were the most frequently common cancer sites. We found no statistically significant differences in age or sex between responders and non-responders (Table 1) . Patient characteristics are presented in Table 1 . Most of the patients were born in Sweden (n ¼ 653, 75%), retired (n ¼ 565, 65%) and were cohabiting (n ¼ 534, 61%). More than half of the patients (55%) reported that they had undergone single modality cancer treatment (Table 1) .
HRQoL
The EORTC QLQ-C30 data showed that global health and the five functional scales were reported relatively high.
The highest scores were reported for cognitive functioning, (mean score 81), Table 2 . The symptom with the highest reported score was fatigue (mean score 38). Nausea and vomiting were the symptoms reported with the lowest scores (mean score 9). The mean scores, expected scores [17] and spread of the scores in the symptom scales are shown in Table 2 .
Information needs
The lowest levels of perceived information (EORTC QLQ-INFO25) were reported regarding 'different places of care' (mean score 29), 'other services' (mean score 30) and 'things to do to help yourself get well' (mean score 38). Data are presented in Table 2 .
Contact Nurse (CN)
Just over half of the patients (n ¼ 393, 53%) reported that they had access to a CN (Table 3a) . Patients with gynaecological cancer reported the highest access (n ¼ 140, 61%), while patients with haematological cancers reported the lowest access to CN (n ¼ 75, 37%). Patients having undergone multimodal treatment reported significantly higher access (p < .0001) to CN compared with patients reporting single modality treatment (Table 3a) . Among patients with access to a CN, 19% (n ¼ 92) reported that they had contact with more than one CN (data not shown).
When comparing, patients reporting having or not having a CN, we found no statistically significant differences regarding demographic factors such as gender, age, place of birth, education level, occupational status or living situation (Table 3a) .
Having a CN did not seem to affect the perception of received information (EORTC QLQ-INFO25) except for the fact that those reported having a CN were more likely to report that the overall information they received were helpful (p ¼ .0009), Table 3d .
Approximately 10% (n ¼ 86) reported that they did not have access to a CN, but would have needed this contact. A total of 176 (20%) of the patients reported that they did not need a CN (Table 4) . Among these patients, 135 (77%) reported that they had undergone single modality treatment. Seventy-four patients (9%) also reported that they had a non-CN as main contact person.
Individual written care plan (IWCP)
Less than half of the patients (n ¼ 312, 43%) reported that they had received an IWCP (Table 3b ). Access to IWCP varied between the patient groups, whereas 56% (n ¼ 91) of the patients with H&N cancer and 33% (n ¼ 51) among the upper GI patients reported having access to IWCP. Patients reporting having undergone multimodality treatment were also more likely to receive an IWCP (p ¼ .0005), Table 3b .
Patients receiving an IWCP reported significantly higher (EORTC QLQ-INFO25) satisfaction with the information overall (p ¼ <.0001) and information regarding 'different places of care' (item 48) (p ¼ .0002), Table 3c .
Second Medical Opinion (SMO)
Most of the patients reported not having received information about SMO from their cancer care team. A range from 5% (n ¼ 11, patients with gynaecological cancer) to 12% (n ¼ 19, patients with H&N cancer) reported that they were offered a SMO by their health care team (Table 3c) . No significantly differences were found in information on SMO for any of the different patient groups regarding age, gender, diagnosis, living situation, education level, occupational status, place of birth or type of treatment (Table 3c) .
Patient advocacy groups (PAGs)
Only 29% (n ¼ 218) of the patients reported that they had received information about PAGs from their cancer care team. We found differences between the patient groups, whereas 19% (n ¼ 30) of the patients with upper GI cancer and 34% (n ¼ 69) of the patients with haematological malignance's reported having received information on PAGs (Table 3d) . Significantly more patients with multimodal treatment (43%, n ¼ 113, p ¼ .0081) reported that they had received the information compared with patient that underwent single modality treatment. A small proportion of patients (n ¼ 61, 11%) reported that they found information on PAGs themselves rather than receiving the information from the cancer care team (data not shown).
Patients that received information about PAGs reported significantly higher satisfaction with the following EORTC QLQ-INFO25 items compared with those without information about PAG; the written information (p ¼ .0003), if received information was helpful (p ¼ <.0001), and information about the medical tests (p ¼ .0073), Table 3d .
Palliative Care (PC)
Only 16% (n ¼ 137) of the patients reported having been referred to PC (Table 1) . We found no statistically significant differences in access to PC between patients who underwent single-or multimodality treatment (data not shown).
Discussion
This study evaluates cancer patient's experiences of supportive care strategies, all described as important resources in Swedish policy and legislation documents, such as the National Cancer Strategy [1] and the Patient Act [9] . Only half of the patients reported having a CN and IWCP. Even fewer reported having information about SMO and PAG, or being refereed to PC. This shows that the implementation of the goals of the first Swedish National Cancer Strategy have not yet been reached within these patient groups. We can only speculate on the reasons as to the disconnect between the policy goals and the realities of the patients' experiences.
Swedish cancer PAGs have repeatedly highlighted the importance of having access to a CN and have even stated that this is the most important supportive care strategy. As previously mentioned, the Swedish CN role is relatively new and the national role description was developed as late as 2011 [18] . Many of the CNs have described in an earlier report [19] a heavy workload and conflict between CNrelated assignments with other clinical tasks. Several local and regional evaluations of the CN role have been performed but few included patient-reported data. However, Larsson and Bjures€ ater [20] found in their qualitative report among Swedish cancer patients, a variation in the CNs' performances, with differences in the compliance to the role description. The authors conclude that the CNs' level of compliance has a great impact on the patients' experiences, with more positive experiences if the CNs' have a more autonomous role (as according to the national role description). An earlier report indicated similar results [21] . A possible explanation to the relatively low access to a CN in this current study could be that some patients might not recognize that they have been offered this service (if this nurse has had a more passive role). This explanation is supported by Larsson and Bjures€ ater [20] . We have no information on how the CNs in this study complied with the role description, but this could explain the fact that the patients with CNs did not report more benefits with this service.
We have no robust information on the educational level of the CNs' in this study. From the initiation of the role in 2009, tailored educational programs have been available, but not mandatory. The content of these education programs has changed over the years. As of 2012 the course curriculum is based on the national role description. These factors may also impact the performance of the CNs'. Comparisons with other studies are difficult as these types of nursing roles differ between countries. However, in line with our results, research has shown that a nursing navigation program, similar to the CN role, did not impact patients' quality of life but did increase patient satisfaction of coordination of care, emotional support and personalized care [21] .
The fact that patients with multimodal cancer treatment had better access to a CN is not surprising. These patients have often complex and longer clinical pathways with more frequent interactions with the cancer care teams. We can also assume that, if priorities had to be made, patients undergoing multimodal treatment probably had far more complex care needs. However, patients with multimodal treatment did not receive PC to any greater extent, compared to patients with single modality treatment. Another interesting finding in this study was that 20% of the patients reported that they did not need a CN. Most of these patients had undergone single modality treatment which may explain fewer symptoms and, therefore, a lesser need of support.
Less than half (43%) of the patients in this study reported that they had access to an IWCP. A recent national patient surveys shows that only one in five patients reported being offered an IWCP [22] . These are all worrying findings, especially since the patients in our study receiving an IWCP reported significantly higher satisfaction with the overall information. However, previous research shows conflicting results. Brennan et al. [5] failed to show benefits in satisfaction with available information among cancer patients receiving survivorship plans, while Blinder et al. [4] reported positive effects on care coordination and patient satisfaction for patients receiving a survivorship plan.
As well as access to a CN, patients with multimodal treatment were more likely to have an IWCP. There are obvious benefits with IWCPs for patients and their families. They may also be valuable, as they can provide staff in different clinical settings with a better understanding of the proposed treatment pathway and thereby potentially reducing the risk of medical errors [23] . So why does not a larger proportion of patients receive an IWCP? We can only speculate but this is in line with previous results by Brennan et al. [5] and factors such as time constrains, double documentation, unclear responsibilities between units/teams/professional groups may well impact.
Very few patients in this study were informed by their cancer care team about their legal right to a SMO. We found no demographic or treatment-related factors that impacted access to this information. Zysman et al. [24] and Shumeli et al. [25] found that women more often sought and obtained a SMO. Zysman et al. also found that lung cancer patients with higher socio-economic status more often requested SMOs compared with patients with a lower socioeconomic status.
One of the most useful supportive care resources in our study was access to a PAG. This might reflect the recent development of a regional PAG, where all the organizations within the Stockholm Gotland region are represented. This group works together with professional experts within the regional cancer centre in various cancer-related issues. Among the strengths of this large population-based study, are not only the use of patient reported data and validated instruments but also the relatively high response rate. However, our study only includes certain groups of cancer patients while other larger groups, such as breast, lung or prostate cancer were not included. It is possible that the results might have been different if other patient groups were included, but given that all cancer patients in the region are treated at the same health care organizations, major differences are not likely. Another weakness may be the variation in time since the patients underwent treatment, where as some patients had finished their cancer treatment only a few months, while others had finished over a year ago. This variation may have impacted the patients-reported experiences.
There is always a risk of selection bias in this type of research. In this study, we did not analyse register data on tumour stage. The reason being that different staging methods between the recruited patient groups. There is, therefore, a risk that is more patients with advanced stage disease among the non-responders. This may also have impacted the results and explain why relatively few patients were referred to PC. The non-responders were also younger, which also may impact the results. However, it is a known fact that younger cancer patients tend to respond to this type of surveys less often [26] . Another issue which type of studies is language barriers. Even if we distributed the questionnaires to all patients in cohorts, they were only available in Swedish, excluding non-Swedish speaking patients.
Conclusions
Supportive care strategies suggested in policy and legislation documents, such as the Swedish National Care Strategy and the Patient Act may be useful but not available for all patients. Access to resources such as CN, IWCP, PC and information provision on SMO and PAGs needs to be improved, as shown by the situation in the Stockholm-Gotland region.
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